DOCUMENT RESUME 



EC 309 862 

National Disability Policy: A Progress Report, December 2001- 
December 2002. 

National Council on Disability, Washington, DC. 

2003-06-26 

202p.; For the 2000-2001 edition, see ED 473 009. 

National Council on Disability, 1331 F St., NW, Suite 1050, 
Washington, DC 20004-1107. Tel: 202-272-2004; TTY: 202-272- 
2074; Fax: 202-272-2022; Web site: http://www.ncd.gov. 

Reports - Descriptive (141) 

EDRS Price MF01/PC09 Plus Postage. 

Assistive Technology; Civil Liberties; Cost Effectiveness; 
Decision Making; ^Disabilities ; Employment; Federal State 
Relationship; Fiscal Capacity; Government Role; Health 
Services; International Cooperation; *Legal Problems; Models; 
^Public Policy; Research Needs; Statistics; Technical 
Assistance; Telecommunications; Transportation; * Trend 
Analysis 

^National Council on Disability 



This annual report of the National Council on Disability 
surveys major legal and policy developments during the year 2002 and offers 
recommendations for legal/policy measures and for research. The first chapter 
identifies legal and policy issues that cross traditional areas, focusing on 
six themes: (1) the mainstreaming of disability issues; (2) the rise of the 

technical assistance model; (3) evidence-based decision making; (4) cost- 
effectiveness; (5) intergovernmental coordination; and (6) budgetary 
constraint. The following chapters summarize findings and offer 
recommendations for the following areas: disability statistics and research; 
civil rights; education; health care; long-term services and supports; youth; 
employment; welfare reform; housing; transportation; assistive technology and 
telecommunications; international issues; and homeland security. Concluding 
chapters list the recommendations presented in each chapter and summarize • 
major activities of the National Council on Disability. (Contains 120 
references.) (DB) 



ED 481 555 
TITLE 

INSTITUTION 
PUB DATE 
NOTE 

AVAILABLE FROM 



PUB TYPE 
EDRS PRICE 
DESCRIPTORS 



IDENTIFIERS 

ABSTRACT 



Reproductions supplied by EDRS are the best that can be made 
from the original document. 




NATIONAL 
DISABILITY POLICY: 
A PROGRESS REPORT 

December 2001 -December 2002 




PERMISSION TO REPRODUCE AND 
DISSEMINATE THIS MATERIAL HAS 
BEEN GRANTED BY 



TO THE EDUCATIONAL RESOURCES 
INFORMATION CENTER (ERIC) 



National Council on Disability 

July 26, 2003 






U.S. DEPARTMENT OF EDUCATION 
Office of Educational Research and Improvement 

EDUCATIONAL RESOURCES INFORMATION 
CENTER (ERIC) 

tP^This document has been reproduced as 
received from the person or organization 
originating it. 

□ Minor changes have haen made to 
improve reproduction quality. 



• Points of view or opinions stated in this 
document do not necessarily represent 
official OERI position or policy. 



BEST COPY AVAILABLE 



National Council on Disability 
1331 F Street, NW, Suite 850 
Washington, DC 20004 

National Disability Policy: A Progress Report 
December 2001-December 2002 

This report is also available in alternative formats and on NCD’s award-winning Web site 
(www.ncd.gov). 

Publication date: July 26, 2003 

202-272-2004 Voice 
202-272-2074 TTY 
202-272-2022 Fax 

The views contained in the report do not necessarily represent those of the Administration as this 
and all NCD documents are not subject to the A- 19 Executive Branch review process. 




3 



NATIONAL COUNCIL ON DISABILITY 



An independent federal agency working with the President and Congress to increase the 
inclusion, independence, and empowerment of all Americans with disabilities. 



Letter of Transmittal 



July 26, 2003 

The President 
The White House 
Washington, DC 20500 

Dear Mr. President: 

On behalf of the National Council on Disability (NCD), it is my duty and honor to submit 
NCD’s National Disability Policy: A Progress Report, as required by Section 401 (b)(1) of the 
Rehabilitation Act of 1973, as amended. 

This report covers the period from December 2001 through December 2002. It reviews federal 
policy activities by issue areas, noting progress where it has occurred and making further rec- 
ommendations where necessary to the executive and legislative branches of the Federal 
Government. 

As noted in the report, NCD has observed many examples of progress in disability policy. 
Among these are enactment of the Help America Vote Act for increasing access to elections for 
Americans with disabilities; establishment of the Presidential Commission on Mental Health to 
examine and recommend changes in our nation’s mental health system; and the Supreme 
Court’s ban on execution of persons with mental retardation. 

Despite reforms in disability policy which are intended to improve the lives of people with dis- 
abilities, many challenges remain for our citizens who are living with disabilities and who wish 
to be more independent, more productive and more engaged in their families and communities. 
Far too many Americans with disabilities are undereducated and unemployed. Many of them are 
desperately trying to improve the quality of their lives, but they are frustrated by a lack of 
affordable accessible housing, transportation, personal assistance services, medical rehabilita- 
tion and job opportunities. NCD will continue to develop policy recommendations to address 
these issues. 
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The Administration’s New Freedom Initiative provides a road map to increase investment in and 
access to assistive technologies and a high-quality education, and to help integrate Americans 
with disabilities into the workforce and into community life. NCD will continue to work with 
the Administration and Congress to ensure that every individual with a disability has access to 
the American dream. 

In the past year, NCD has undertaken and completed a number of projects that support the New 
Freedom Initiative and that respond to NCD’s statutory mission. In particular, NCD has com- 
pleted a series of policy evaluations and evidence-based studies that are intended to measure 
progress toward implementation of the Americans with Disabilities Act. 

NCD encourages all govermnent agencies and Congress to use our work as a reference point 
and source of data for recommendations, and as a basis for further examination of issues that 
impact the lives of people with disabilities. NCD stands ready to work with the Administration, 
Congress and the public to ensure that public policy is shaped in a manner that will provide the 
greatest possible opportunities for people with disabilities as they strive to be fully productive, 
contributing citizens. 



Lex Frieden 
Chairperson 

(The same letter of transmittal was sent to the President Pro Tempore of the U.S. Senate and the 
Speaker of the U.S. House of Representatives.) 
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EXECUTIVE SUMMARY 



The National Council on Disability (NCD) is charged with preparing an annual status report to 
the President and Congress. In this annual report covering the year 2002, we survey major legal 
and policy developments over the past year. The report identifies both the progress and 
deterioration in the conditions faced by Americans with disabilities and in their opportunities for 
full participation in society. 

Based on what has happened, the report analyzes major issues likely to be confronted in the 
coming year, and makes recommendations for legal and policy measures and for research that we 
believe would contribute to the achievement of America’s widely shared goals, including those 
of the President’s New Freedom Initiative (NFI). 

Whether in connection with education, employment, health care or independent living, we find 
legal and policy discussion to be informed by six recurrent themes: the mainstreaming of 
disability issues (convergence of disability policy and other issues in ways that no longer allow 
disability policy to be considered in isolation); the rise of the technical assistance model 
(involving reliance on education and information as the primary means of achieving civil rights 
compliance, to the relative or even total exclusion of traditional enforcement); evidence-based 
decisionmaking (reflecting the need for statistical data in evaluating all programs and activities); 
cost-effectiveness (embodying the notion that economic impact on a variety of parties should be 
a primary determinant of program value, even in civil rights or social policy areas); 
intergovernmental coordination (the recognition that all important objectives cut across program 
and agency lines); and budgetary constraint (the realization that for the foreseeable future federal 
and state spending must be sharply curtailed). 
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NCD’s 2002 Progress Report contains the following major findings and recommendations: 



Disability Statistics and Research 

Findings — The measures taken over the past year to improve the relevance and reliability of 
disability data utilized and disseminated by the Federal Government are encouraging. The report 
finds that existing cost-benefit assessment research models do not take a number of key factors 
sufficiently into account, including economic benefits to individuals, nonmonetary costs and 
benefits, and the net results, particularly over the longer term, of cross-agency cost-shifting. The 
report finds that no widely accepted methodologies exist for reliably measuring the full impact of 
accessibility policies on the out-of-pocket and transfer payment costs associated with disability, 
and on the economic gains associated with enhanced opportunity that accessible architecture, 
transportation and communications afford. 

Recommendations — High-quality research yielding reliable demographic and economic data 
needs to be a central priority of the NFI, not as an alternative to action but as a guiding force for 
the major policy changes already under way. People with disabilities should be given expanded 
opportunities for input into the research agenda. Data elements used in “scoring” legislative 
proposals for their fiscal impact should be expanded, and new techniques for measuring tangible 
and intangible impacts of programs and expenditures should be developed. 

Civil Rights 

Findings — The greatest achievement of the year was the inclusion of access to the polls and of a 
secret ballot for people with disabilities in the new national voting legislation. In other areas such 
as judicial interpretation of the Americans with Disabilities Act (ADA), the past year has brought 
further losses and narrowing of civil rights. Among other things, in the past year the Supreme 
Court has created a new defense (threat-to-self) that employers can use to avoid the employment- 
related requirements of ADA. The Supreme Court has also ruled that even where reasonable 
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obligations in employment are required, any seniority system can take precedence, so far as job 
assignments are concerned, if workers without disabilities relied upon it for their expectations of 
work. We note the general pattern of decisions stripping individuals of the right to privately 
enforce ADA and other civil rights laws. 

Recommendations — We applaud the new national voting legislation and note that 
implementation of the law will depend upon the financial resources and the level of commitment 
that follow. In relation to the Supreme Court’s recent and negative impact on ADA, NCD 
recommends that the Federal Government, as increasingly the only entity with the power to 
enforce the law and vindicate individual rights, must incorporate vigorous enforcement into a 
broad-based strategy that includes education and technical assistance but does not shrink from 
enforcement in those cases where noncompliance arises from more than lack of information. In a 
related connection, because the administration has begun to vet proposed social policy and even 
civil rights regulations by their projected economic impact on small business and other entities, 
NCD recommends that the administration clarify the role of such potential costs in the area of 
civil rights. Existing defenses in ADA and other laws are adequate to prevent undue expense to 
any particular entity. 

Education 

Findings — Written against the backdrop of historic change in the nation’s education system. The 
chapter begins with lengthy analyses of the No Child Left Behind Act (NCLB) as it bears upon 
students with disabilities, and of the report of the National Commission on Excellence in Special 
Education. With reauthorization of the Individuals with Disabilities Education Act (IDEA) 
scheduled for 2003, these analyses highlight areas in which NCLB and the report either fail to 
address issues of great concern to students with disabilities or recommend policies (such as 
restriction of parental due process rights and after-the-fact evaluation of individualized education 
plans) that we believe threaten the ability of IDEA to continue as an effective tool for preparing 
students with disabilities in mainstream settings for full participation in society as adults. 
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Recommendations — IDEA reauthorization should be designed to achieve an effective synthesis 
of the old and the new and include input to Congress from a broad range of voices including 
students and former students with disabilities who have benefitted from due process and other 
controversial procedures surrounding the individualized education plan process; unambiguous 
requirements for nondiscrimination by school choice; private and charter schools that receive 
federal education funding; elimination of barriers to the ability of funds to follow students; and 
clarification of exactly how new testing regimens can effectively and fairly recognize the role of 
reasonable accommodations for students with disabilities. 

Health Care 

Findings — Addresses what is perhaps the most tumultuous area of national social and economic 
policy. The report also examines the implications for people with disabilities of drastic cutbacks 
of Medicaid by the states, including the implications of such cuts for implementation of the work 
incentive provisions of the Ticket to Work program. We reiterate basic recommendations for 
how systemic health-care reform can be done in ways that ensure equal access to persons with 
disabilities, noting for example the need for Medicare prescription drug legislation to bear in 
mind the inclusion under Medicaid of many people with disabilities under the age of 65, often 
with unique, highly individualized needs. 

Recommendations — NCD offers basic recommendations for how systemic health-care reform 
can be done in ways that ensure equal access to persons with disabilities, noting for example the 
need for Medicare prescription drug legislation to bear in mind the inclusion under Medicaid of 
many people with disabilities under the age of 65, often with unique, highly individualized 
needs. NCD also recommends that the severity of this risk be urgently investigated and that 
Congress consider a number of measures for preventing its occurrence. 



Long-Term Services and Supports 



Findings — Concentrates on the crisis in long-term care facing our nation as the population with 
disabilities grows and converges with the rapidly increasing demographic composed of older 
persons. Taking the Supreme Court’s Olmstead decision and the President’s NFI as its point of 
departure, the chapter describes a variety of cross-programmatic, multi-agency and 
intergovernmental coordination issues that must be confronted if the goal of minimizing 
unnecessary and costly institutionalization is to be achieved. These issues include funding for 
personal assistance services in the home but extend far beyond this to include transportation, 
housing, assistive technology and others. We find that mechanisms for achieving the requisite 
coordination do not now exist, or if they exist are not widely in use. A high-level planning 
mechanism is needed for coordinating and for ensuring accountability in the Olmstead - related 
activities of a number of federal agencies and programs. 

Recommendations — NCD recommends that the Office of Management and Budget and the 
Congressional Budget Office work together to develop new accounting techniques for scoring 
the overall effects of multi-agency, cross-programmatic initiatives such as Olmstead. Because the 
effective provision of home- and community -based alternatives to nursing homes for America’s 
at-risk citizens will ultimately require the full partnership of the public and private sectors, NCD 
also recommends that Congress hold hearings on a range of possible incentives for creation of 
long-term care insurance coverage from the private sector that will be oriented toward facilitating 
community living rather than institutional care. 

Youth 

Findings — Focuses on programs designed specifically to affect youth and on the importance of 
input to policy from youth on programs that affect their lives. First the report considers school- 
to-work transition. Effective transition has been frustratingly elusive for many years. This year, 
the simultaneous reauthorization of IDEA and the Federal Rehabilitation Act creates the unique 
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opportunity to incorporate the identical transition language in each law. In this way, disputes and 
cost-shifting over transition between these two service systems based on variations in their 
governing laws can be eliminated. 

Recommendations — Recommendations are also made for cross-budgeting experiments whereby 
transition services would be funded by grants or appropriations to education-rehabilitation 
partnerships, with availability of continued funding and accountability jointly and inseparably 
borne by both. 

Employment 

Findings — Begins with a discussion of experience during the first year of implementation of the 
Ticket to Work and Work Incentives Improvement Act (TTWWIIA). NCD notes certain 
concerns revealed by reported first-year experiences, including inconsistencies between the Act 
and the underlying Social Security Act that create interpretive uncertainties, and provisions of the 
Ticket to Work program that in themselves are so complex that they may prevent individuals 
with disabilities from having the confidence needed to enter employment. Of equal concern, 

NCD finds that the type of Medicaid cutbacks being pursued by many states (including 
curtailment of the discretionary Medicaid buy-in programs that were established under the Ticket 
law to enable Social Security Income recipients to retain health insurance benefits after returning 
to work) may seriously thwart the efficacy of the new law. 

Recommendations — NCD recommends that the Administration and Congress speedily address 
the question of whether Medicaid cuts are jeopardizing the success of work incentive provisions 
in TTWWIIA aimed at preserving health insurance for Medicaid recipients who return to work, 
and if so to devise means for states to fully participate. The forthcoming reauthorization of the 
Rehabilitation Act is also important, and NCD recommends that Congress address the role of 
labor market and other pertinent data in the operation of the federal-state vocational rehabilitation 
system for individuals with disabilities. We also recommend that Congress enact provisions 
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ensuring that relevant and systematically obtained labor market data will be used by the 
vocational rehabilitation system in determining the training, placement and service priorities 
these agencies pursue. 

Welfare Reform 

Findings — Addresses issues raised by the forthcoming reauthorization of the welfare reform 
legislation of 1996. New restrictions on the permissibility of rehabilitation services for meeting 
work requirements have been proposed by the administration. NCD expresses concern that these 
will leave inadequate time for recipients with disabilities to obtain the services they need to enter 
or return to work. NCD is likewise concerned that recipients with disabilities or recipients with 
caregiver responsibilities for people with disabilities will be penalized by loss of benefits for 
failure to find work, but that in many cases this failure will be the result, not of any lack of effort 
or motivation on their part, but of the unavailability of support services, assistive technology, 
accessible transportation or specialized childcare resources that they need. 

Recommendations — NCD makes recommendations for addressing these needs (including the 
need for mandatory linkages between welfare reform and vocational rehabilitation agencies), as 
well as for addressing the long-term health insurance needs of those who because of illness or 
disability are uninsurable in the private sector. Finally, because there are some people who, 
whether or not eligible for Temporary Assistance for Needy Families, may qualify for Social 
Security Disability Insurance or Supplemental Security Income (SSI), NCD recommends review 
of all potentially relevant cases for these programs before cessation of benefits occurs. 

Housing 

Findings — Concerns itself primarily with the draft five-year strategic plan issued by the 
Department of Housing and Urban Development (HUD) in November 2002. While expressing its 
continuing appreciation for HUD’s responsiveness to NCD recommendations and its openness to 
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dialog on these recommendations, the report finds serious shortcomings in the plan, especially in 
its failure to deal with key housing accessibility and affordability issues and in its apparent lack 
of analysis concerning some of the disability-related issues that it does address. NCD calls upon 
HUD to develop clear and precise plans for gathering baseline data, evaluating obstacles and 
postulating numerical and qualitative goals for accessible and affordable housing in this country. 

Recommendations — NCD suggests the need to establish goals of national policy. It should be the 
goal of national policy to so enhance the amount, variety and dissemination of accessible housing 
as to minimize or eliminate the disparities in cost and supply currently faced by people with 
disabilities or by people who wish to make their homes welcoming to people with disabilities. 
More broadly, the report suggests that HUD needs to adopt a longer-term vision that addresses 
the accessible housing needs of an aging population over the next generation and that reflects 
some attempts to begin a national dialog over where the impetus and resources for the creation of 
the necessary housing stock can be found. 

Transportation 

Findings — Notes the profound changes in air transportation that have continued during the past 
year and congratulates the Transportation Security Administration for its attention to disability 
issues and outreach to travelers with disabilities. Concerns continue to be expressed about the 
availability of services and accommodations in airports during embarkation and disembarkation 
phases of trips. 

Recommendations — NCD recommends that the Department of Transportation clarify the 
allocation of responsibility among carriers, airport operators and contract services providers for a 
variety of services and accommodations. Because changes in technology also require updated 
interpretation of the Air Carrier Access Act and new assessments of the relationship between its 
and ADA’s jurisdiction, NCD recommends that the Departments of Justice and Transportation 
clarify which law applies to the accessibility of airport ticketing machines and other 
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technological enhancements. In terms of heightened security issues, the report makes a number 
of recommendations aimed at ensuring that transportation-system safety and accessibility 
concerns of persons with disabilities will be covered by the transportation legislation and not left 
solely to ADA. With our growing recognition of the role played by accessibility and by 
pedestrian safety in the ability of people with disabilities to live in their communities safely and 
independently, NCD also recommends that the reauthorization of the Transportation Act 
strengthen the resources available for, and the requirements applicable to, incorporation of these 
principles and of suitable consumer input into the design of all federally supported transit 
projects and into the design of projects that will utilize transit as part of their infrastructure. 

Assistive Technology and Telecommunications 

Findings — Briefly reviews the role of assistive technology under the NFI. Progress under Section 
508 of the Rehabilitation Act was reviewed, a year and a half after it went into effect. Major 
progress is visible in a number of areas, particularly in the consciousness of Web accessibility 
issues. But problems have emerged, including delays in implementation of certain provisions and 
a continuing failure to collect key data that would shed light on the efficacy of the law. With 
Section 508 due for reauthorization as part of the Rehabilitation Act this year, the Department of 
Justice’s biannual report on Section 508 to the President and Congress, also due this year, is 
particularly timely. NCD also notes that the E-Govemment Act represents a watershed in federal 
information management, providing an important endorsement for the principles of Section 508. 
Finally, NCD addresses the Federal Communications Commission (FCC), one of the most 
important federal agencies for people with disabilities. Its role and activities in 
telecommunications accessibility, hearing aid and cell phone compatibility, accessibility of 
computer networks in schools and libraries, and other areas are discussed. NCD notes a 
perceived lack of movement on the FCC’s part regarding disability civil rights issues and 
community fears that regulatory reform will be used to curtail existing protections. 
Recommendations are made for a major change of direction on the FCC’s part, including the 
following: that the FCC reaffirm its commitment to the principle that economic deregulation and 

9 




17 



civil rights enforcement are separate issues; that the FCC rethink its apparent inclination to 
reduce the scope of telecommunications access rights under Section 255 of the 
Telecommunications Act; and that the FCC complete action to require that schools and libraries 
receiving telecommunications subsidies under the E-Rate program ensure the accessibility of the 
technology and services they offer. 

Recommendations — On the basis of its review of the role of assistive technology under the NFI, 
the report makes bold recommendations for research, not on the barriers to technology access 
embodied in current law, but on the potential benefits to society that could realistically be 
expected to result over measurable periods from intensive utilization of assistive and accessible 
technology. In terms of Section 508, NCD recommends that the Department of Justice expand 
the scope of its report to provide Congress and the Administration with more of the crucial 
information they will need. In terms of the FCC, NCD makes the following recommendations for 
a major change of direction on the FCC’s part: that the FCC reaffirm its commitment to the 
principle that economic deregulation and civil rights enforcement are separate issues; that the 
FCC rethink its apparent inclination to reduce the scope of telecommunications access rights 
under Section 255 of the Telecommunications Act; and that the FCC complete action to require 
that schools and libraries receiving telecommunications subsidies under the E-Rate program 
ensure the accessibility of the technology and services they offer. 

International Issues 

Findings — Begins with the crucial recollection that in matters of disability rights as much as in 
other spheres, our connection with and impact upon the rest of the world is complex and 
growing, but that in this area perhaps more than in any other it is our example and leadership that 
account for our influence. While we have many ways of influencing other countries for good, it 
has primarily been through the respect they garnered that our disability rights laws have had such 
a profound effect as models in many countries. 




10 



Recommendations — The report also notes the long-standing role of the NCD in advising the 
State Department on international policy issues. On this basis, the report emphasizes the 
importance of including people with disabilities, and their insights and concerns, in our 
international development programs. Beyond this, the existence of legal requirements for such 
incorporation is noted. In the area of international treaties, support is expressed for the UN 
Convention on the Rights of Persons with Disabilities, and strong U.S. support is urged. 

Homeland Security 

Findings — Concerns itself with the implications for disability civil rights of the amalgamation of 
many diverse agencies and programs into the new department. The decisions this department 
makes, the priority it accords to civil rights and the methods it adopts to ensure uniformity in the 
ways agencies handle their disability-related responsibilities are likely to be established in the 
early days and be difficult to change if not set on the right course at the outset. NCD offers its 
assistance in helping the department to establish policies and practices in these areas. 

Recommendations — Emergency preparedness planning around the country presents many issues 
relating to the inclusion of people with disabilities. All too often a sense of urgency leads to the 
legitimate concerns of this sector of the population being swept aside. Yet in areas ranging from 
the accessibility of emergency information to the evacuation plans for high-rise buildings, great 
urgency surrounds the need for preparedness planning to be done inclusively. The report cannot 
make detailed recommendations, given the variety of issues already brought to our attention. 
Instead, we give several examples of effective planning and strive to create awareness and 
discussion of the issues, as part of the evolving national response to the threats that all too 
tragically characterize our age. 
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PARTI 

Introduction: Major Trends 



This annual progress report deals with many issues, programs and laws. While each of these are 
addressed with specificity, the overarching patterns and general trends that link them together 
must also be identified. This introduction therefore describes these recurrent themes or major 
trends, in order to create a framework for the discussion that follows in the next 13 chapters. 

1. THE MAINSTREAMING OF DISABILITY ISSUES 

One pattern evident for some time became even more noticeable and important this year. 
Increasingly, issues of disability policy cannot be confronted in isolation from a host of questions 
facing the entire society. The growing interaction among disability and other public policy 
concerns results in part from fuller participation of Americans with disabilities in mainstream 
institutions, but this interconnectedness of issues creates complications unknown to policymakers 
and advocates of an earlier day. 

Two examples from 2002 legal developments illustrate this point. First, Supreme Court decisions 
that restrict the right of people with disabilities to enforce the Americans with Disabilities Act 
(ADA) by suits against state government are based on the Court’s interpretation of the Eleventh 
Amendment to the Constitution. As such, these decisions arise from a jurisprudence that affects 
the enforceability of many federal laws, including but hardly limited to those establishing civil 
rights for people with disabilities. Their impact on people with disabilities being only one 
illustration, these decisions may have far-reaching consequences in redefining the understanding 
of federalism in our nation. 

Second, debate over the forthcoming reauthorization of the Individuals with Disabilities 
Education Act (IDEA) cannot be conducted without reference to the broad-based educational 
goals and policies of our nation, as recently embodied in the No Child Left Behind Act (NCLB). 
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Nor can IDEA be amended without attention to likely developments in the areas of school choice 
and state autonomy, which affect all of America’s children. 

Through convergence of a number of legal requirements and social trends, services of all kinds 
are being provided in integrated environments, from the public school to the managed care 
organization. As a result, decisions about how and what services should be provided to people 
with disabilities could not be made without reference to the overall structure of these programs. 
Equally, decisions about the operation of these programs and services can no longer be made 
without reference to the fact that people with disabilities will be using them. 

Technology has also contributed significantly to merging mainstream and disability concerns. 
Under these conditions, where entities and institutions that care or know little about disability are 
nevertheless obliged to take it into account in their decisionmaking, and in an environment where 
even decisions bearing specifically on people with disabilities often have major and far-flung 
implications, we can hardly be surprised at the growing politicization of disability policy issues 
and rights. 

2. THE RISE OF TECHNICAL ASSISTANCE 

Over recent years, the Federal Government has placed increasing reliance on technical assistance 
as the means for increasing participation in mainstream society for people with disabilities, and 
as the means for enabling a variety of institutions and entities to accommodate these citizens. 

The Administration has emphasized technical assistance and provision of informational and 
educational resources for people with disabilities and for the public at large. Recent examples of 
this approach include the New Freedom Initiative’s (NFI) emphasis on coordinated, interagency 
strategies; establishing and strengthening disability-oriented offices within the Department of 
Labor and the Department of Health and Human Services (HHS); and creation of centralized 
informational Web sites such as http://www.disabilityinfo.gov and http://www.firstgov.gov. 
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Productive as these efforts are, they can all too easily be seen as an alternative, rather than an 
adjunct, to civil rights enforcement. A series of civil rights monitoring reports issued by the 
National Council on Disability (NCD) over the past three years have documented persistent 
failures of civil rights enforcement by administrations of both parties. This year, a 10-year 
retrospective study by the U.S. Commission on Civil Rights put these issues in a broader 
context.' While education and information are invaluable in facilitating responsible behavior by 
most people, the inescapable truth remains that in some instances, only requirements of the law, 
enforceable when not voluntarily complied with, can bring about nondiscriminatory and 
inclusive practices. As we have learned in so many other areas of life, without meaningful legal 
sanctions, all too many people will fail to uphold the standards society expects, no matter how 
often or how well they are informed of those expectations. The test for public policy is to 
develop methods that strike a correct balance between enforcement and technical assistance. 



'Promises to Keep: A Decade of Federal Enforcement of the Americans with Disabilities 
Act (National Council on Disability 2000) (currently available at http://www.ncd.gov/newsroom/ 
publications/promises_l.html#main); Back to School on Civil Rights (NCD 2000) (currently 
available at http://www.ncd.gov/newsroom/publications/backtoschool_l.html); Enforcing the 
Civil Rights of Air Travelers with Disabilities: Recommendations for the Department of 
Transportation and Congress (NCD 1999) (currently available at http://www.ncd.gov/newsroom/ 
publications/acaa.html); The Accessible Future (NCD 2001) (currently available at 
http://www.ncd.gov/newsroom/publications/accessiblefuture.html); and Reconstructing Fair 
Housing (NCD 2001) (currently available at http://www.ncd.gov/newsroom/publications/ 
fairhousing.html). 

An additional civil rights monitoring report on Section 504 of the Rehabilitation Act is scheduled 
for publication in the first quarter of 2003. 

For further perspective, see the U.S. Commission on Civil Rights report Ten-Year Check-Up: 
Have Federal Agencies Responded to Civil Rights Recommendations? Volume I: A Blueprint 
for Civil Rights Enforcement (September 2002) (currently available at http://www.usccr.gov/ 
pubs/10yr02/voll/main.htm). 



3. EVIDENCE-BASED DECISIONMAKING 



Society has often made its most fundamental decisions on the basis of faith or of shared values 
that neither require nor admit of empirical verification. For example, we differ not on whether 
people with disabilities should be educated, empowered to work and assisted to live productive 
lives, but on what the best methods are for bringing these goals about. In choosing among policy 
options, evidence (including statistical data) is becoming increasingly important, both as tools for 
defining issues and as a means for evaluating the efficacy of various strategies. 

The growing reliance on evidence makes sense, but only to the extent that data are correct and 
actually prove what they purport to show. Where decisions about issues ranging from the value 
of medical technology to the effectiveness of educational interventions are made on the basis of 
statistical data, great sensitivity in formulating research designs will be required if accurate data 
are to be mined. 

A classic example relates to the phenomenon of “abandonment” of assistive technology (AT) by 
persons with disabilities. Research has been cited for having disclosed high rates of 
abandonment, 2 but unless these findings are further analyzed they can be seriously misleading. In 
what proportion of instances is this so-called abandonment in fact the result of a change in 
disability status, perhaps even medical recovery? What proportion can be attributed to the user’s 
changing job requirements or personal circumstances, to a failure to prescribe the correct device 
to begin with, or to a lack of training and technical support in the use of the equipment? To what 
extent should the useful life of assistive devices be compared with the life cycle for other devices 
used by people without disabilities? Until or unless questions such as these are answered, the 
stark notion of abandonment will remain more emotionally evocative than pragmatically useful. 



2 e.g., Survey of Rehabilitation Technology Services in Vocational Rehabilitation 
Agencies, in General Report of Findings (Rehabilitation Engineering Research Center on 
Rehabilitation Technology Applications in Vocational Rehabilitation, 1993). 
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4. COST-BENEFIT ANALYSIS 



An increasingly important branch of evidence-based policymaking is the use of cost-benefit 
analysis to evaluate various laws and practices. Several factors differentiate recent approaches to 
such analysis from those traditionally used by Congress to estimate the impact of proposed 
legislation. 

Too often only those costs and benefits that can be readily aggregated are considered. Thus, if a 
proposed regulation (including potentially a civil rights regulation) potentially imposes financial 
costs on government or private entities, data concerning the extent of such costs would quickly 
be made available by the affected parties. 

In an effort to minimize the burdens borne by small entities, regulatory flexibility and other 
impact statements are now required in a number of areas that might traditionally have been 
judged on other grounds. For example, civil rights have long been thought too important to rise 
or fall on cost alone, particularly when the methodology for deriving such estimates is often 
unverifiable and where no parallel resources exist for measuring the economic benefits. If cost- 
benefit analysis is to emerge as a reliable source of information, its methodology, its fairness and 
its balance must be greatly improved. 

5. INTERGOVERNMENTAL COORDINATION 

A corollary to the increasing complexity of policymaking is the involvement of a growing 
number of partners in implementation of any major public policy initiatives. As an interagency, 
cross-governmental undertaking, the NFI powerfully demonstrates this point. 

Yet as our need for coordination grows, our tools for achieving it remain inadequate. From the 
standpoint of planning, budgeting, implementing and evaluating programs in the disability policy 
arena, we continue to rely on narrowly targeted programs that operate within limited jurisdictions 
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in attempting to address problems that transcend and confound traditional jurisdictional lines or 
statutory demarcations. 

Means must be found for making and carrying out policy that are equal in scope to the problems 
being addressed or the goals being pursued. The year 2003 offers a unique opportunity for 
beginning this new era in policymaking. Several major disability-related laws, including IDEA, 
Temporary Assistance for Needy Families (TANF), Transportation Equity Act for the 21st 
Century (TEA-21), Head Start, the Higher Education Act, the Rehabilitation Act and the 
Assistive Technology Act all are due for reauthorization this year. Never in recent history have 
so many seminal and closely intertwined programs been on the congressional agenda at the same 
time. The opportunity for thoroughgoing coordination and for creating a cohesive approach that 
this coincidence of timing offers must not be missed. 

6. BUDGETARY CONSTRAINT 

For the foreseeable future, what is termed discretionary spending at federal and state levels is 
likely to be under severe pressure. While new categories of spending at the federal level, 
including homeland security, make it difficult to determine whether or not what is called 
discretionary domestic spending has risen, fallen or remained flat, as far as the concerns and 
priorities of the disability community are concerned, a growing number of policymakers are 
coming to view these concerns as necessarily subordinate to other costs. As such, even 
investments in infrastructure or civil rights enforcement may be viewed as among the most 
discretionary of discretionary costs. 

Reflexive budget cutting, though an understandable reaction to short-term crises, is all too likely 
under current circumstances, particularly at the state level. Under such circumstances, the 
demand for hard choices and for the establishment of priorities can all too easily be taken as 
nothing more than the special pleading of another interest group. 
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But public officials, however beleaguered, cannot be allowed to evade responsibility for the 
long-term implications of their decisions. 



Disability Statistics and Research 



1. STATISTICS 

In today’s evidence-based policy environment, the ways that disability-related data are collected 
and used have come under growing scrutiny. In our 2000-2001 annual progress report, 3 NCD 
detailed concerns about employment data in particular and expressed the twin hopes that 
methods for its collection are improved and that existing suspect data not be disseminated under 
government aegis. The report offered recommendations for developing effective data-gathering 
tools and techniques. 

Spearheaded by the Bureau of the Census and the Bureau of Labor Statistics, work has continued 
on the perfection of questions and methodology, but as of this writing the results of these efforts 
have not yet been presented. NCD continues to offer its assistance in evaluating proposals, in 
bringing persons with disabilities into the process and in field-testing new questions and 
techniques. We note that with the inclusion of disability-demographics questions in the March 
Supplement to the Census Bureau’s Current Population Series survey, new urgency and 
opportunity attach to this effort. 

Because of the critical need for reliable and comprehensive Census data regarding individuals 
with disabilities, NCD recommends that Congress legislatively require an official and accurate 
enumeration of Americans with disabilities through the decennial census, as well as through 
related national census-like efforts (e.g., American Community Survey). 



3 National Disability Policy: A Progress Report, December 2000-December 2001 
(National Council on Disability, July 2002) (currently available at 
http://www.ncd.gov/newsroom/publications/progressreport_07-26-02.html). 
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Nor is employment policy the only area in which statistics and evidence-based decisionmaking 
are coming to play a larger role. An increasing number of government agencies are now involved 
in the disability data collection process and in making decisions predicated upon assumptions 
regarding the number and status of Americans with disabilities. From the Centers for Disease 
Control and Prevention (through its Healthy People 2010 initiative and its state-by-state 
disability prevalence studies), 4 to the Food and Drug Administration (through its role in 
evaluating high- and low-incidence medical devices), 5 the venues and complexity of 
decisionmaking and priority-setting demand quality data as they never have before. 

Because of the variety of entities and data sources involved, NCD recommends that the NFI 
should make improvement of data collection a high priority. 

2. RESEARCH 

(a) THE RESEARCH AGENDA 

In its reports over the years, NCD has consistently advocated for a broad-based research agenda. 
In this connection, we wish to acknowledge the work of the Interagency Subcommittee on 
Disability Statistics (ISDS) and its parent Interagency Committee on Disability Research 
(ICDR). Given the potentially enormous range of issues worthy of statistical and analytical 
research, NCD recommends that these entities seek input from the disability community 
regarding their most pressing concerns. 



4 http://www.cdc.gov/ncbddd/dh/schp.htm 

5 107th Cong., HR 5651, The Medical Device User Fee and Modernization Act of 2002. 
Added as PL 107-250. 
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NCD also recommends that the new International Classification of Function (ICF) (discussed at 
the ISDS meeting of December 1 1, 2002) 6 be evaluated for its applicability to laws and programs 
in the United States, and for its potential impact on the disability research agenda. ICF’s 
approach suggests the need for wholly new types of research. Adoption by much of the world of 
the ICF signals a turning away from organic- or deficit-based models of disability in favor of 
models of function that link the individual and the environment in new and direct ways, that in 
effect allow the presence and extent of a disability to be determined by the nature of the physical, 
communication or social environment in which the individual functions. 

Such a model holds out intriguing and compelling possibilities. By way of disease prevention, it 
suggests the need to go beyond the traditional boundaries of causation and treatment that are 
considered medical, and to examine a variety of interactions between individual, environment 
and community in order to better understand means for enhancing function and participation. 
Similarly, in areas such as rehabilitation, education and employment, adoption of the ICF 
approach suggests the need to include research not only into how to make various environments 
more accessible to people with disabilities, but also into how the functional and benefits and 
other results of such environmental modifications can be identified and measured. Researchers 
will, however, need to ensure that ICF items are valid, reliable and useful to policymakers and 
researchers. 

Research into the measurable impact of environmental modifications on the economic and 
opportunity costs of disability is therefore warranted. Put broadly, the disability research agenda 
needs to include systematic assessment of the cost-benefit equation attaching to universal design 
in various settings. 



6 Minutes of Interagency Subcommittee on Disability Statistics (ISDS) meeting of 
December 1 1, 2002 (currently available through http://www.ncddr.org/icdr/isds). 



Particularly when linked to the aging of the population, such research could help establish the 
business case for accessible design in a number of product areas. Yet industry cannot necessarily 
be expected to conduct such research on its own. 

To help fill this need, NCD is undertaking research into barriers to and costs associated with 
universal design, 7 but models for capturing the long-term benefits of such practices do not yet 
command broad-based consensus. For example, it is plausible that if all the homes in which a 
population of senior citizens lived were equipped with certain accessibility and safety features 
(e.g., nonslip flooring surfaces and bathtub grab bars), significant reductions in hospital costs 
attributable to falls might be achieved, or admission to nursing homes delayed. As one small 
study has already found, provision of accessible telephone equipment to a sample of people with 
disabilities could result in increased telephone usage of sufficient scope to yield revenues to the 
carrier exceeding the costs of the AT. 8 

Accordingly, NCD recommends that in prioritizing disability research the Administration also 
fundamentally assess current research agendas to make sure that the potential benefits of a wide 
variety of environmental and community-design strategies can be fully taken into account in the 
formulation of public policy, and to ensure that suitable methodologies for gathering such 
information are developed and validated. 

(b) QUALITY OF LIFE 

If data from various sources can be combined in ways that show new relationships among 
various demographic, social and economic findings, important new insights into the comparative 



7 NCD Presolicitation Announcement of Universal Design RFP (NCD Bull. November 
2002) http://www.ncd.gov/newsroom/bulletins/bl 102.html. 

8 e.g., Effectiveness of Assistive Technology and Environmental Interventions in 
Maintaining Independence and Reducing Home Care Costs for the Frail Elderly: a Randomized 
Controlled Trial, by William Mann et al., 8 Archives of Family Medicine 210-17 (1999). 
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quality of life for people with and without disabilities can begin to emerge. Preliminary analysis 
of several data sets in conjunction has begun to yield some provocative evidence of clustering, 
which begins to shed new light on the relationships between location, age, disability, 
employment and education, and which demands further attention. 

In deriving these data, NCD looked to several national -level sets of data for some quality-of-life 
indicators for Americans with disabilities, such as the Census 2000 data system and the special 
education child count data system. Specifically, NCD looked at the Census 2000 Summary File 3 
(SF3), which incorporates a set of products that include disability data involving detailed tables, 
quick tables and thematic maps. For detailed tables available from SF3, “disability” is reported 
by age, sex, employment status and poverty in the detailed tables labeled P40-P41, PI 19-P126 
and PCT26-PCT34. 

The thematic maps, available from SF3, display population density data with a color scheme 
representing the percentage of persons with a disability within three specific age groups. 
According to the SF3 tables, nationally, 17.6 percent of Americans with disabilities live at or 
below the poverty level, while 10.6 percent of Americans without disabilities live at or below 
that level. This national average may obscure even greater disparities from state to state. 
According to the SF3 tables, when looking state by state, poverty estimates for Americans with 
disabilities range from 1 1.6 percent to 25.1 percent. 

According to the SF3 detailed tables, nationally, 43.4 percent of Americans with disabilities ages 
21-64 were identified as “not employed,” while only 22.8 percent of Americans without 
disabilities (approximately half as many) were identified as not employed. In the 41 states whose 
data were included in the SF3 flow of information for this table, the percentage of Americans 
with disabilities identified as “not employed” ranged from 35.0 to 59.6 percent. 

When the state-by-state poverty and the not-employed data are plotted on a map, a visual 
inspection reveals (a) a clustering of southeastern states whose average poverty rates among 
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Americans with disabilities exceeds the national average and (b) a clustering of southeastern 
states whose average not-employed rate exceeds the national average. 

Turning to the education data, the 23rd Annual Report to Congress on the Implementation of the 
Individuals with Disabilities Education Act (2002) provides another national data system for 
consideration. Table ADI, in particular, provides outcome indicators for “Basis of exiting” from 
special education. An analysis of the data related to the indicator referred to as “dropped out” 
was reviewed. It shows that state-by-state dropout rates also vary widely, ranging from 4.5 
percent to 28.2 percent. In addition, Table 1-2 reports that the dropout rates for students age 14 
and older with disabilities by race and ethnicity were 44.0 percent for American Indians/Alaskan 
Natives, 18.8 percent for Asian/Pacific Islanders, 33.7 percent for African Americans, 32.3 
percent for Hispanic Americans and 26.9 percent for Caucasians. 

Available data highlight the persistence of higher poverty rates among persons with disabilities 
than among the general public in all three major age groupings — children up to age 16, working 
ages 16-64 and senior citizens 65 and over. 9 Among persons with disabilities of working age, 
some would regard the higher incidence of poverty as no mystery, given the statistical 
correlations between poverty and such variables as higher levels of unemployment and 
unmarried status and lower levels of educational attainment, all of which characterize the 
disability demographic and are generally associated with poverty. 

But whether these variables entirely account for the poverty level, let alone what accounts for 
these underlying differences, remains far from certain. 

If data were adjusted to control for the statistical significance of the four variables of age, 
employment status, marital status and educational level, would people with disabilities still be 
poorer than other Americans? If so, their possession of less discretionary income and resources 
(including limitations imposed on their resources by various means-tested public programs aimed 

9 NCD 2002, Internal Document, Quality-of-Life Data Tables. 
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at helping people with disabilities enter or return to work) could be a factor in explaining why. 
Hence one potentially fruitful direction for further research into the causes of lesser economic 
attainment by persons with disabilities is the uncompensated costs of living with a disability. 
NCD recommends that research into these costs of living with a disability should likewise be 
made part of the national agenda, with a view both to documenting their nature and extent and to 
determining whether out-of-pocket costs of disability (such as the need for various forms of 
personal assistance) could be reduced by changes in the design of products, environments or 
communities. 

3. SCORING 

The point at which statistics and research bear practical fruit is in the cost estimates and related 
analyses of proposed federal legislation carried out by the Congressional Budget Office (CBO). 
In the nearly 30 years since its creation, the CBO has earned a reputation for nonpartisanship and 
objectivity. While the quality of CBO’s work is unquestioned, the adequacy of the statutory 
framework governing its evaluation of certain disability policy proposals may be open to 
question. 

Three basic problems must be noted here. First, many of the benefits of full participation in 
society are intangible. They cannot be measured in dollars cost or saved, nor should they be, any 
more than the costs of national defense or of civil rights. 

In this connection, even when economic impact data may exist, people with disabilities are not 
“private entities” of the sort about which economic impact data can readily be collected. Many of 
the practical benefits foreseen for disability-related proposals appear all too conjectural under the 
microscope of current analytical techniques. Costs and benefits to government, industry and 
other identifiable institutions, not to individuals, inevitably take center stage in any cost-benefit 
analysis, including many of those conducted by the CBO, which, like any other scoring agency, 
can utilize only the criteria established by law and the data available. 
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The second major problem with scoring has to do with when programs are scored. Once a 
program or service system is in place, occasion does not ordinarily arise for formally re- 
evaluating its costs and benefits unless amendments are proposed, Government Accounting 
Office (GAO) studies are conducted or special commissions are appointed. Thus, potentially 
ineffective or even destructive policies, such as those which in the aggregate are believed to 
direct a far higher proportion of resources to institutional care than to community- and home- 
based services, escape the opprobrium they deserve. 

Third and finally, many measures in disability policy are likely to have positive revenue 
implications for government, but these measures are achievable only after a number of years and 
only through increased up-front expenditure. Too often, the existence of a long timeframe is 
confused in the public mind with the hypothetical or conjectural nature of the benefits to be 
achieved in the future. Equally problematic, the budget process does not create opportunity or 
incentive for one agency or program to incur expenses today so that another can reap greater 
savings tomorrow. 

For all these reasons, NCD recommends that the CBO undertake a review of these issues, 
including the extent to which it can seek input directly from individuals with disabilities on 
issues of concern to their lives, the extent to which nonfiscal impacts can be captured by existing 
scoring assumptions and methodologies, the feasibility of rescoring selected existing programs 
where appropriate, and the capacity of current techniques to reliably take longer-term forecasts 
and extrapolations and cross-agency budget relationships into account. The CBO should report to 
Congress and to the nation on its findings at the earliest possible time, and should be given the 
resources needed to gather the expertise it will need to authoritatively answer these key questions 
in forming public policy. 
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